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Accessible, Inclusive, Responsible Research Standard for Disability Centered Research in Canada: Executive Summary
In one minute
[bookmark: _Toc704533905][bookmark: _Toc225162911]A study should be easy to join and easy to understand. People should not struggle with forms, websites, or rushed consent. The fixes are clear. Use plain language. Share information in formats that support barrier-free access. Offer more than one way to consent and take part. Protect privacy. Use simple ways to pay people. Share results in formats people can use. Co-design with lived experience helps teams find problems early. It also builds trust.
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What is accessible, inclusive, responsible research
A research study is a planned way to learn something. Researchers may ask questions or ask people to do activities. The people who run the study are called researchers. Accessible and inclusive research means people can join the study. They can understand what will happen. They can also choose freely. Barrier-free access is not an add-on. It should be part of the study from the start.⁷
Inclusive and responsible studies:
· Uses plain language.
· Uses barrier-free formats.
· Protects privacy and helps people make an informed decision.
· Offers more than one way to take part and give consent.
· Promote choice and control for participants.
Inclusive research means sharing power. It treats lived experience as expertise. Co-design means people with lived experience help shape the study from the start. They help set the question, choose the methods, and review the materials. Co-design is not only feedback at the end. Studies also need to plan for overlapping barriers. For example, disability can combine with racism, poverty, gender, or language.
Before you join a study.  You should:
· Understand what the study is about (in plain language).
· Decide freely, without pressure or rushing.
· Review consent and privacy information in advance that is easy to use for you.
· Give consent in more than one way.
· Use study materials with assistive tools, like a screen reader.
· Take part without extra steps or repeated questions about disability.
· have costs paid back to you.
· Get results back that is barrier-free and easy to use.
The section “Minimum practice standard for participant access” below shows what research teams and REBs should do to make these expectations real.
Barriers and Supports found
Barriers can start before a participant meets the research team. Some participants described consent problems. For example, they could not check details, they felt rushed, or they had to share information out loud.⁹ Barriers can also start in the online ethics systems that researchers must use. These include Research Ethics Board (REB) websites and portals (online pages). If these systems are hard to use, teams may miss steps that support barrier-free access. A review of Canadian university and college REB websites and portals found very low barrier-free access. The average score was 12.8 out of 63 (about 20%; range 2–24). Only 3 of 28 sites gave researchers a clear place to ask for supports.
Key supports for participants include:
· Plain-language study materials.
· More than one format that supports barrier-free access (for example, Word/PDF and a web page).
· More than one way to consent and a way to confirm what was agreed to.
· A private, simple way to ask for supports without repeated sharing of personal information.
· Tools that support barrier-free access (tested before the study starts), or a clear back-up option.
· Clear ways to pay people back and provide payment.
Participant-centred principles
Rights and dignity: Do not exclude people because access takes planning.
Plain language and communication access: Provide communication supports as part of the study (for example, AAC, captioning, sign language).²,⁴,⁶,⁸
Inclusive consent: Consent and capacity steps must be usable and not rushed.⁸
Flexible methods: Offer another way to take part when a tool or format does not work.⁹
Privacy and choice: Make it possible to ask for supports privately, with minimal sharing of personal information.
Other important principles in the full report include shared power and co-design, reciprocity in returning results, and training to reduce research ableism.¹,⁵
What teams can change now (participant impact)
· Co-design with people with lived experience and pay them for their time.
· Rewrite recruitment and consent materials in plain language.
· Send consent and privacy materials in advance; avoid rushing decisions.
· Offer more than one way to consent and to participate.
· Build in a way to confirm consent and understanding.
· Test tools with assistive tools before launch. Offer another path if needed.
· Use accessible payment methods and explain the steps up front.
· Create a private, simple process for access requests. Ask for minimal sharing of personal information.
· Plan and budget for communication supports (including sign language where relevant). ²,⁴,⁶,⁸
· Return results in accessible formats.
Barrier free access in the research cycl⁴, ⁶⁶⁶his section is a minimum checklist for barrier-free, inclusive research practice. For participants, it explains what you can expect when you join a study. For research teams and REBs, it lists what must be planned, documented, and checked during ethics review. It connects directly to the “Before you join a study” section above.
Before recruitment
· Provide a plain-language study summary. Include purpose, what happens, time, risks, benefits, and payment.
· Offer key documents in more than one format that supports barrier-free access (for example, Word and a web page).
· Share a private way to ask for supports, and explain what happens next.
· Do not require participants to disclose disability details to get basic access.
Consent and privacy
· Send consent and privacy information in advance so people can review it without pressure.
· Offer more than one way to consent (online, phone, in person, or virtual).
· Add a simple “confirm understanding” step (for example, a checklist, teach-back, or questions).
· Make consent steps usable with assistive tools.
· Avoid short time limits and hard sign-in steps.
· Protect privacy: do not require verbal disclosure of personal information in public settings.⁸,⁹
Participation (data collection)
· Test surveys and platforms with assistive tools before launch.
· Avoid complex layouts (for example, large matrices) that are hard to navigate.
· Offer another way to take part when needed (for example, a phone interview).
· Explain the steps clearly. Give extra time when needed.⁹
Payment and pay-back
Payment should not create new barriers. In the ethics application audit, only 5 of 28 audited entities mentioned payment or paying back costs for people with disabilities. Four of those five gave more detailed instructions.
· State payment clearly (amount, method, timing, and any steps).
· Offer options that support barrier-free access. Do not use gift cards only.
· Keep paperwork to a minimum. Do not ask for unnecessary medical paperwork.
After participation (returning results)
· Tell participants if and how they will receive study updates and results.
· Provide results in more than one format that supports barrier-free access.
· Plan for communication access (including sign language where relevant).
· In the audit notes, only 3 entities required more than one format for results. Sign language was not mentioned.
Safety and privacy: do and don’t
· Do provide a private way to ask questions and request supports.
· Do let participants choose who supports them (if anyone) during consent and data collection.
· Don’t force public or verbal disclosure of disability or support needs.
· Don’t rely on “rushed” consent or one-time steps that can’t be reviewed.
Quick-start checklist for research teams
· Co-design the study with people with lived experience (from the question to the materials).
· Write a plain-language study summary (1 page).
· Provide consent and privacy materials in at least 2 formats that support barrier-free access.
· Send consent materials in advance and allow time for review.
· Offer at least 2 consent routes (online + phone, or online + in person/virtual).
· Add a “confirm understanding” step.
· Test surveys and tools with assistive tools before launch.
· Offer another way to take part if tools fail.
· Choose payment methods that are accessible and explain steps clearly.
· Plan how results will be shared back in formats that support barrier-free access.
· Name a team contact for access requests and explain how requests are handled.
Notes for REBs and institutions (participant impact)
[bookmark: OLE_LINK1][bookmark: OLE_LINK2]REBs and institutions shape the participant experience. People often must use their forms and online systems. Those systems should support barrier-free access. Ethics applications should ask clear questions about access. For example: formats, consent options, privacy, other ways to take part, and payment. If these questions are missing, access can be overlooked.
Limitations
This report has limitations. Early in the project, there was a conflict of interest involving a personal relationship on the team. This may have affected decisions and recruitment. The researchers were removed. Even so, the editorial team says it cannot fully check the work done during that period. Some findings may be less reliable or redone.
Funded by: Accessibility Standards Canada (Advancing Accessibility Standards Research Program & Office of the Privacy Commissioner of Canada, Chapter on Consent. The project is originally titled: The Responsible Conduct of Research Through an Accessibility Lens, project ID number: ASC-22/23-029-G. The ideas and opinions represented are the authors alone, and do not represent the views of either funder.
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